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Abstract
	This systematic literature review aims to, look at the general public’s understanding and attitude towards organ donation. To do this we firstly looked at the background of organ donation in Wales, primarily looking at the changes in the consent process, which came into law in 2015, from opt-in to soft opt-out. For the literature review itself, we conducted a structured search on the university of Wales search engine, for articles pertaining to general public understanding and attitude to organ donation, the outcome of this search was screened and reduced from 172 to six articles. The six remaining articles covered the subject of organ donation in Wales, which included the reasoning behind the change of the organ donation consent process, the Governments campaign to raise awareness and understanding of the change, by changing behaviours towards organ donation among professionals and the general public. The findings of this systematic literature review, found that although the general public’s understanding of organ donation, is improving and attitudes are becoming more positive and open to the concept of organ donation, there is still improvements to be made, especially among family members of potential organ donors upon their death.  

 Already known 
· The law states that if you have not opted out, it is deemed that you consent to organ donation. 
· You can also opt in 
· You can nominate two trusted individuals to make the decision for you 
· In Wales you are encouraged to talk to those close to you regarding your decision to donate your organs.
· There are many myths about organ donation 
· 2018-2019 40% of the population opted in the organ donation register and 6 % opted out. 
What this study if for 
· To discover if the general public understand organ donation soft opt-out law
· To find if the general publics attitudes towards organ donation has changed 

· 





















Introduction
This systematic review will be looking at the general public’s understanding and attitude to organ donation. To do this we will be looking at a small number of articles, these articles will be using different study designs including mixed method and qualitative. Firstly we will be highlighting information to build a background to the change in law, regarding the organ donation consent process in Wales, from opt-in to soft opt-out. 
Wales seen a change in December 2015, in its law regarding the organ donation process from opt-in to soft opt-out. This was mainly due to a decrease in the number of people opting in to be organ donors, also many of the individuals that did opt-in to be deceased organ donors, upon death their organs were deemed to not be eligible for actual donation, thus reducing the number of organ donations further. In addition to this, Wales has a long waiting list of patients registered to be recipients of organ donation, with a high mortality rate mainly due to the length of time on the list as stated by gov.wales (2018). 
What is soft opt-out or deemed consent, basically as things stand in Wales as of the 1st of December 2015. An individual must opt-out of the organ donation register if they are against organ donation, whether this is for religious reasons, ethnic or cultural beliefs or just because the individual does not want to donate his or her organ upon death. If the individual fails to opt-out prior to death, it will be considered by officials as deemed consent, although family members will be informed of the deemed consent and to which they can override. Also individuals wishing to give clarity to their decision can still opt-in to register their consent on the organ donation register, however, due to the soft opt-out legalisation family members can still override the individual’s choice to be an organ donor. 
Changes to the law as highlighted by gov. wales (2018) had followed the introduction of the Human Transplantation (Wales) Act 2013. This act became the basis for the introduction of soft opt-out or deemed consent process for consent for deceased organ donation in Wales, with the aim of increasing the number of eligible deceased organ donations. For this system of consent to be accepted by the general public, the Government had to raise awareness and understanding of the changes in the form of consent via a Government campaign. Initially the aim of the campaign had been for improving the general public’s attitude and behaviours towards deemed consent: by creating an environment where organ donation becomes a social norm; increasing the number of organ transplants in Wales and improving overall health. This is also imbedded in the Well-being of Future Generations Act (2015) as shown by Legislation.gov.uk (2015a), within the seven key goals namely the healthier Wales goal, which states the aim of said key goal is to increase the understanding of the public’s health, as a whole and encourage the general public to embrace change, which will in turn strengthen both physical and mental well-being.  
The new consent process had been communicated to professionals via local health boards as stated by gov. wales (2018) this continues to happen thru updated resources, improving understanding and retraining for health professionals, allowing them to impart up to date information to patients and their families. In addition to this a broad campaign had been aimed at the general public to raise understanding and awareness of the pending changes, as well as a continuing campaign once the changes had taken place. The first phase of the campaign took place between December 2013 and March 2016, this phase of the campaign had used positive messages and publications on how organ donations can benefit the lives of the recipient. In 2016, the focus of the campaign moved to: reminding people of their options; the benefits of organ donation for the recipient; and more so to encourage conversations with family and friends that you are wanting to donate your organs as highlighted by gov.wales (2018).
How was the general public informed of the pending changes in law regarding organ donation consent, according to Baverstock (2014) the Walsh Government started their public information campaign, during the National Transplant Week in 2014, with the help of organ donation champions, these champions were fully versed in the new laws of organ donation in Wales and equipped to answer questions from attendees at group meetings and events across the whole of Wales. The aim of the campaign at this point had been to raise awareness with the general public of the pending changes in law, which will come into effect as of the 1st December 2015, highlighting the following options to those in attendance: become a donor, by opting in; do nothing, resulting in deemed consent; register your request not to donate by opting out. The organ donation champions also highlighted why these changes are needed, namely, to increase the number of organ donations.
[bookmark: _Hlk28094204]This information had been mirrored in general terms by the NHS Blood and Transplant (no date) they highlighted the changes in the law, in relation to organ donation and discussed the options available. Their information indicates as an individual, you are responsible for discussing and making your decision known and that you have the options as set out above by Baverstock (2014), they also highlight that an individual can nominate up to two trusted individuals to make the decision for them or to uphold their decision upon death.
In 2017, the focus of the campaign changed again, this time to include as emphasised by gov. wales (2018) encouragement for organ donors to highlight their decision and to share their choice with their families and loved ones. The reason for the change on focus had been due to the increase of objection by family members, who had superseded both the registered consent and deemed consent after death preventing eligible organs from being transplanted.  To support the changes and to address the issue of the family overriding a registered yes or not supporting deemed consent, the campaign focused on raising awareness within families by increasing the awareness of the role families and loved ones have in honouring the choices of their deceased, as well as encouraging people to make their choices known. These campaigns had been published across numerous platforms such as: social media; national donation weeks; tv adverts; radio adverts and roadshows. This phase of the campaign had highlighted the emotional difficulties which is faced by family members, when they are in conversation with health professionals, who discuss the harvesting of organs belonging to the deceased family member, with the assumption by the health professional that organ donation will take place, whether they have registered to opt-in or been considered under deemed consent as specified by gov.wales(2018).
[bookmark: _Hlk28950187]To support and expand the campaign in 2018, bilingual organ donation education packs had been introduced for schools, aimed at children aged between 11 and 15 years of age. These packs included: lesson plans; activities; case studies, information on the importance of organ donation; the importance of sharing their decision on organ donation with loved ones and how organ donation improves the health of recipients. Along with this as shown by gov.wales (2018), the education pack also had guidance for teachers, so they are fully informed with the skill set to answer questions and to guide informed discussions and debates within the class room, the education pack had been created in partnership between the Welsh Government and the NHS Blood and Transplant (NHSBT) as highlighted by gov.wales (2018). In addition to the education pack being available to secondary schools, the NHSBT as part of the campaign, have been providing outreach support to schools and considerations are also being made to develop resources suitable for younger school children. An important element of the campaign, is that the campaign is as accessible as possible, allowing the general public to have access to the information in a number of formats. With accessibility at the forefront of the campaign, the information is continuously being developed in new formats to accommodate the diversity of cultures and abilities in Wales, as such is now available in a range of formats including: brail; British Sign Language videos; large print; a range of ethnic minority languages and on social media sites such as Twitter and Facebook. 
[bookmark: _Hlk29060587]Taking into consideration the above information, Albertsen (2018) captures the need for change in the consent process of organ donation. Albertsen (2018) discusses the high percentage of suffering and deaths of patients on the organ donation waiting list,  how the introduction of the Human Transplantation (Wales) Act (2013) as discussed by gov.wales (2018) has changed the organ procurement/organ donation consent procedure and how the passing of this Act allowed the introduction of deemed consent, while highlighting that deemed consent is only for adults with capacity in line with the Mental Capacity Act (2005) as laid out by Legalisation.gov.uk (2015b). According to Albertsen (2018) the initial change in law had been seen as controversial by some government officials, these officials voiced a concern that a change in the law to soft opt-out would result in a decrease in opt-in registration, this controversy was initially followed by members of the public and had been due to a lack of understanding, inaccurate and sensationalised media reports. Albertsen (2018) compared government reports from 2014/2015 and 2016/2017, which, discovered that the change in the law had not had a negative effect on the number of registered consent and the reports highlighted that the number of consent for living donation had increased in Wales, while it fell in other parts of the UK, registration of organ donation increased in Wales and as expected due to the deemed consent a small percentage of 6% of the general public registered to opt-out, however the number of actual organ donations had dropped in Wales, where as it had increased across the UK as a whole. The comparison between reports also noted that over the two year period, the number of instances of registered and deemed consent of organ donations being overridden by family members had reduced, and that although the number of actual organs being donated has not increased but registered consent has, the feedback regarding the campaign and educational pack is that it has been successful in increasing knowledge and understanding.
Aims 
The aim of this systematic literature review is to analyse the general public’s understanding and attitudes towards organ donation via current literature, to do this we will be reviewing literature relating to organ donation opt-out law, Governments campaign and the general public’s understanding of organ donation consent. 
Literature Review 
[bookmark: _Hlk28702774][bookmark: _Hlk28710921]To understand if the general public’s understanding and attitude to organ donation has changed, due to the implementation of the soft opt-out law, we must first look at the impact the soft opt-out law has had on the number of actual organ donations and organ donation consent.  To do this we will look at the soft opt-out criteria of eligibility to become an organ donor in Wales, which according to the Human Transplant (Wales) Act (2013) as stated by Noyes et al. (2019), is as follows: the potential donor, must be a voluntary resident of Wales for 12 months or more prior to death; be over the age of 18; have capacity, inline with the Mental Capacity Act (2005) and must die in Wales as stated by Noyes et al. (2019). There has been a bespoke data collection before and after the implementation of the soft opt-out law which Noyes et al. (2019) have used in their study which identified 205 potential organ donors in Wales and took into consideration: the Human Transplant Act (2013); the implementation strategy; consent rates and actual organ donation  numbers. The conclusion of their findings indicated a raise in all modes of consent across Wales from 60.8% in 2014/2015 to 61.0% at the time of study, during this period there had also been an increase from 58.6% to 63.1% across the whole of the UK. Overall the soft opt-out organ donation scheme has not had the desired effect the Government had initially hope for, which had been to see organ donation raise to 80% by 2020. Although the soft opt-out law has increased organ donation consent, it has also brought with it a raise in objection by family members who override registered consent and more so deemed consent, as many families in the studies could not except deemed consent to organ donation upon death, however, their study also found that deemed consent had matched the consent rate itself. Other factors effecting rates of actual organ donation, had been fewer deceased children’s organs, this is partly due to less deaths in children, which has been linked to the change in safety laws, potential donors falling outside of the residency criteria and potential donors who lack capacity. In regards to the option to nominate a trusted person to make the decision or uphold the decision upon a potential donors death, a mere 33 people across the whole of Wales at the time of Noyes et al. (2019) study had taken up the option, this option had been seen as a mitigating factor protecting the potential organ donors wishes from being overridden by family members upon death. 
[bookmark: _Hlk27305056]In 2015 Wales became the first UK country to introduce soft opt-out process of consent, for this change to be successful the Welsh government started an organ donor media campaign, aimed at the general public in the hope to make organ donation a social norm. The media campaign set out to increase: the general public’s understanding of soft opt-out law, also known as deemed consent; to communicate the change in law and policy; to inform, educate and change behaviours towards organ donation.  Dallimore, McLaughlin, Williams, and Noyes (2019), explained in their study that in 2015/2016 the whole of the UK seen its biggest increase in organ donation, however, the UK still had the lowest donation rates in Europe, it was during this time that the focused campaign aimed at changing attitudes and behaviours towards organ donation began. 
[bookmark: _Hlk27931505]In theory as highlighted by Noyes et al. (2017) the governments intervention media campaign had aimed to change the general public’s behaviour, by facilitating five wanted behaviour trends, which would see organ donation becoming a normalised action, these included: the general public would register to opt-in; would appoint a trusted person; those who did not want to donate organs, would opt-out; members of the public, would be open in discussing their choices with loved ones; those who do nothing, would be deemed as having no objection to organ donation and finally when a decision is made, loved ones of the deceased would honour the deceased wishes in regards to organ donation seeing the donation as a gift of life. Along with the desired behaviour changes as discussed by Noyes et al (2017), the governments media campaign had an implementation strategy for the National Health Service (NHS) which seen the amendment of protocols, procedures as well as staff and Specialist Nurse in Organ Donations (SNOD) being retrained to support the soft opt-out law. Noyes et al (2017) study also explains the role of a SNOD, which is to determined when an individual dies, whether the individual is on the organ donor register or not, if they have appointed a trusted person and if the deceased has not registered to opt-out, the SNOD will assume consent when speaking with the deceased family. During this conversation of assumed consent with emotionally charged by bereavement family members, the family often are against the deceased organs being harvested, they then must prove that the deceased had been against organ donation. 
[bookmark: _Hlk28599760]Ahmad et al. (2019), have discussed in their study the number of patient deaths, which occur while the patients are on the waiting list for an organ. Explaining that only 1-2 percent of deaths are eligible for organ donation, with a smaller percentage of deceased actually donating their organs, they also state that this may be due to the consent process, whether that be opt-in or opt-out, they concluded that opt-out consent overall increases actual organ donation and would prove beneficial in reducing the rate of deaths while on the waiting list. Ahmad et al. (2019) also highlighted the ethical debate surrounding the opt-out and opt-in organ donation consent process. The two main concerns raised had been the patients right of choice, which can be difficult with the opt-out consent process, due to possible lack of understanding of the law and the possibility of not having access to be able to opt-out. The second concern had been the role of family in decision making, who are often are not aware of the deceased personal choices regarding organ donation or are too emotional, to consider their deceased family member, in their eyes, being mutilated after death.   
Dallimore et al. (2019), also analyse the relationship between state policy, media and public opinion, and discuss the interdependency between both the media and government. The Welsh Government and the National Health Service Blood and Transplant run a media campaign, highlighting the implementation of the change to the organ donation registry, this campaign has continued following the implementation period, with the use of awareness raising adverts via publications, social media, newspapers and radio. Dallimore et al (2019), found that although majority of media coverage of the change in law on organ donation had been positive, there had also been some negative coverage with sensationalised and sometimes inaccurate coverage, media coverage in 2015 had been board and any sceptic debates had been balanced by official statements. Media coverage in general changed over time, as the general public’s understanding increased and attitudes started to change, becoming more accommodating towards the soft opt-out option changing the tone from having negative connotations such as this is what is happening to you, to more positive connotations such as this is what you the people are achieving.     
[bookmark: _Hlk28711346]Dallimore et al. (2019), highlighted that the intention by the Government had been to change the way in which the general public behave towards the organ donation consent process, by creating a positive social norm of soft opt-out organ donation. However, as discussed by both Dallimore et al. (2019) and Ahmad et al. (2019) with the change came controversy, with many agreeing that the soft opt-out law, would subsequently turn those in favour of organ donations, against organ donations all together due to the concern of lack of autonomy for potential organ donors. Although Dallimore et al. (2019) study had found that there had been a raise in registered consent to 72% by 2018, however an increase in actual organ donation is yet to be seen. Their study concluded that media coverage is instrumental to changing the general public’s attitudes and that the governments media campaign has changed majority of the general public’s understanding and attitude towards the soft opt-out law and that the media echoes public opinion, which is reflected in government policies.
Although Molina-Pérez et al. (2019) review of empirical studies highlighted, while reviewing the general public’s knowledge and attitudes towards organ donation, they also discuss the dispute for and against, both the opt-out regulations creating more organ donations, and ethical acceptability of deemed consent. Indicating that the general public in soft opt-out countries including Wales still lack full understanding of the soft opt-out law, and while in Wales organ donations have increased by a small amount since the implementation of deemed consent, there has been a steady increase of organ donations across the UK. As such whether the increase in Wales, has been due to the change in the law or the increase in general public’s understanding for the need of organ donation is still in question.  Molina-Pérez et al (2019) also found that the general public’s awareness and understanding of the consent in opt-in countries, had been far greater than that of the general public understanding in opt-out countries. In addition to this students in the health field in both opt-in and opt-out countries, had a far better understanding of their countries model of consent then that of the general public, indicating that students in this field had been targeted by information campaigns, more so then the general public. Their study also emphasised as indicated in Dallimore et al. (2019) study, that the preference for opt-out over opt-in in Wales is greatly influenced by the change in policies and the media campaign, thus indicating the campaign is having the desired effect of changing behaviours in the general public. 
Although the governments intervention media campaign has made improvements towards the understanding of the soft opt-out law and has increased the number of organ donations in Wales, Cay (2019) states that in 2016/2017 6,388 individuals, where on the organ donation waiting list, with only 4,753 of these individuals receiving an organ, this was due primarily to the following, 50 % of families of deceased potential organ donors, who qualify under the criteria of the soft opt-out law to donate organs after death, refused to allow their deceased family member organs to be harvested for donation. There are a number of factors of why a family member would refuse to donate their deceased family members organs, as discussed by Cay (2019) which include: the family not knowing the deceased wishes; concern that the deceased, will be disfigured or harmed; negative attitudes towards organ donation not only from the general public, but also from professionals thus limiting the number of organ transplants. 
Cay (2019) also highlights that although there is a raise in consent to organ donation, many of the organs are not eligible for transplant, Ahmad et al (2019) also mirrors this statement and how this has impacted on the need to highlight that organ donation should be a social norm and a standard part of end of life care, so that when an  eligible organ is available, it can be harvested and transplanted this is also realised in the article by Dallimore et al. (2019).
[bookmark: _i2]Method 
	Search strategy 
For the introduction of this systematic review, information had been gathered from the following sources: the gov.wales publication, regarding the organ donation communications activity in Wales; the NHS Human Blood and Transplant page, covering organ donation law; BMJ journal, on early assessment of deemed consent and attend.org regarding, the public information campaign, for the purpose of providing background information on the public’s understanding and attitudes towards organ donation. For the literature review, literature had been sourced from the university of Wales search engine and WHELF, the literature had to be dated no later than 2015. To support and focus the search strategy in the selection process a flow chart (see figure 1) was created, the literature had to fit the search criteria for the article to be included, this criteria included the following: be published between 2015 and 2019; include the Wales soft opt-out law; discuss the public’s understanding or attitudes, within the article and have the key words used in the search, the key words had been organ donation in Wales and public’s understanding and attitudes. 
The search returned a total of 172 articles, this was screened and reduced to 36, by removing the articles primarily for countries other than Wales and did not include organ donation, a further 24 articles were excluded due to articles not fulfilling the criteria and keywords in their abstract, a further four articles were excluded during the screening of the full articles, as the content was not relevant to the systematic review, leaving eight articles to be included, A quality check on the remaining eight articles rendered a further two articles to be excluded leaving six articles to be used within the review. Each article chosen for the review underwent a quality check which included: was the article current; was the article relevant; authority by checking the authors credentials; accuracy of the article and the purpose of the article. Three of these articles focused on the media campaign and the soft opt-out law and three of the articles focused on family and general public attitudes towards organ donation. 






Figure 1 
Flow chart for focused search and selection process. 


The following table indicates the summary of the six articles used within this systematic review, this summery includes: the author; year of the article; aims of the article and the criteria used to screen the articles.  











Table 1 
Table 1 highlights the articles used in this review
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Results 
	This systematic review looked at six articles around the subject of the soft opt-out organ donation in Wales and the general public’s understanding and attitudes towards organ donation. The review summarised the soft opt-out organ donation law, which came into effect in 2015 in Wales, the governments campaign and the public’s understanding and attitude towards organ donation. During the review of the six articles it became evident that the government media campaign has improved the understanding of deemed consent and that consent to organ donation in Wales has increased. However, not to the extent of 80% by 2020 as initially projected, and actual organ donation has not increased or decreased, there are a number of factors influencing the shortage of actual organ donation which include: the potential organ donor, not fitting the soft opt-out criteria; the organ donated not being eligible and family veto. The governments campaign has been fluid since its implementation to accommodate changes in the general public’s understanding and behaviours towards organ donation, this fluidity also allows for professional changes across health and education and retraining to accommodate the changes within the general public. 
Limitations 
	There had been a few limitations to the systematic review, one being the limited number of articles used within the review itself, the restriction of only using one search engine and the limited number of sources used for the introduction and background of the subject. 
This review although limited, highlights that more can be done within the governments campaign to support the change in organ donation laws, for example providing general support staff such as domiciliary care, one to one support for families and individuals, Citizen Advise Bureau to name a few with training on the soft opt-out law, so that they can when asked inform or respond with informed understanding of the changes to organ donation. 
Conclusion 
In conclusion the change from opt-in to soft opt-out consent has to some degree been a success, there is far more knowledge and understanding to the need of increased organ donation due to the governments campaign. The soft opt-out organ donation law is more widely accepted amongst the general public, although the campaign has included secondary school education and the medical profession for retraining more people could be reached by including support workers and third sector workers in the training process. Due to the continued public information campaign, the general public’s behaviour towards organ donation is changing, slowly over time, although the emotional issues faced by family’s who override the deemed consent is a continuing concern, which requires ongoing support and awareness to help elevate this issue. This issue is being considered via changes in the media campaign and the recent introduction of organ donation education packs in schools, which will encourage conversations around organ donations within the family home. This in turn will encourage the general public to see organ donation as a normal part of the process of end of life care.
The understanding and attitudes towards organ donation by the general public has positively moved forward, since the implementation of the governments campaign, although there are a number of those within the general public who hold on to the negative misgivings of soft opt-out organ donation, many more have developed a better understanding of organ donation and consent to organ donation.  Over all by increasing exposer of the younger generation and allowing discussions around organ donation in a positive environment within schools, and the more general public exposer to the positive effects of organ donation and consent to organ donation, the better the understanding and more constructive the attitudes of the general public will become.   
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